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Abstract

Background/Objective: To determine the information needs, level of Internet access, and current and
preferred formats and sources of information of adults with spinal cord injuries (SCls). Individuals with SCls
have a high lifetime risk for medical complications and other health conditions secondary to their injury.
Many secondary conditions can be prevented or mitigated through appropriate self-care and/or self-
management. People with SCls need timely, high-quality information about health and medical issues after
discharge and throughout their lifetime to improve self-care and maximize quality of life.

Methods: A survey was administered as part of the third time point of a longitudinal research study on
individuals with SCI.

Results: A total of 80.2% of the 277 respondents reported having Internet access. The most frequently
selected format used currently and preferred by respondents for receiving SCl information was “Web pages/
Internet.” The top-ranked current and preferred source of SCI information was from a “Physician: SCI
Expert/ Rehabilitation Specialist.” Respondents reported needing information on medical issues the most.
Significantly higher percentages of individuals identified as “white” and with higher education levels had
access to the Internet and ranked the selection of Web pages/Internet as their top choice.

Conclusions: Results confirm that, although people with SCI prefer to receive SCI information from SCI
experts, the Internet is a more accessible and more currently used source. Educational level and race
predicted current and preferred use of the Internet for obtaining SCI information, suggesting that Internet
distribution of SCI information will exclude subgroups.
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INTRODUCTION

The number of people living with spinal cord injury (SCI)
in the United States has been estimated to be 250,000
(1). Individuals with SCI have a high lifetime risk for
medical complications and other health conditions
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secondary to their injury, including pain, spasticity,
shoulder pain, urinary tract infections (2), respiratory
complications (3), pressure ulcers (3,4), cognitive im-
pairments (5), and major depressive disorder (6).
Secondary conditions contribute to significant morbidity,
medical costs, and a high rate of rehospitalization in the
first year after injury (7). The annual cost of treating
pressure ulcers alone has been estimated at $1.2 billion
(8). In addition, the presence of secondary conditions has
been associated with poorer quality of life (9).

Many secondary conditions can be prevented or
mitigated through appropriate self-care and/or self-
management (10,11). However, the current trend of
shorter rehabilitation stays, because of insurance limita-
tions and the difficulty of accessing SCI specialists (2),
requires patients and family members to absorb self-care
information quickly while in the hospital and to be
proactive in finding health information once they are
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discharged. There is some evidence that information
overload from shorter rehabilitation stays interferes with
patients and their family’s ability to fully master the skills
and information necessary to avoid secondary complica-
tions after leaving the hospital (12). More than ever,
individuals with SCI need timely, high-quality informa-
tion about health and medical issues after discharge and
throughout their lifetime to reduce secondary condi-
tions, stay healthy, and maximize quality of life.

Previous Research

Although several studies have suggested that people
with SCI are interested in finding health-related informa-
tion and other information related to SCI, data are sparse
regarding their specific information needs and are
inconsistent about their information-seeking behaviors.

Hart et al (13) conducted a survey (N = 590) of
adults with SCI who reside in the community to identify
information needs. Topics were restricted to 3 domains
(medical, sexuality, and wellness). Significant percentag-
es of respondents indicated ‘“‘great interest” in exercise
programs (53.1%), testing of nerve and muscle function
(51.4%), bladder or kidney problems (51.1%), pain
(42.7%), sexuality issues (39.8%), spasticity and stress
reduction (both 38.1%), nutrition (36%), bowel man-
agement (35.3%), increasing tiredness or fatigue and
weight control (both 34.8%), and medications (34.1%).
“Cure for SCI” was the most frequently added topic by
participants. Another small study (N = 82) found that
participants most often identified information needs in
the areas of aging (73%), research (72%), financial aid
(66%), and education (63%) (14). Finally, in a survey of
computer and Internet use, people with SCI (N = 122)
and traumatic brain injuries (TBIs; N = 88) were asked to
identify information they would like to find using the
Web but could not locate. The most frequent topics
mentioned were current research findings, support
group information, and information specific to particular
conditions and circumstances (15).

In many studies, people with SCI report significant use
of the Internet for health information (15-17). In contrast,
the study of Burkell et al (2) (N = 207) found only about
one third of participants used the Internet for SCI
information, whereas both general and specialist physi-
cians were used by three fourths of the sample. Of people
with SCI who used the Internet, 25% identified it as their
most frequently used source of information (2). The
Internet was also rated as the most accessible and least
reliable source of information. Interpersonal sources, such
as SCl specialists and other health care professionals, were
rated as the most reliable source of information but the
least accessible, especially as the time since injury increases.
The inconsistent findings regarding Internet use in previous
studies suggest that more research is needed to determine
the Internet use of individuals with SCI.

SCl-related information is available in multiple
formats and a variety of sources in addition to the
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Internet and health professionals, such as brochures,
medical journals, and SCI organizations; however, little is
known about actual and preferred use of other formats
and sources.

Goals of This Study

We wanted to understand the information needs of
people with SCI and how those needs map to their
preferred information formats and sources to determine
the best approaches to delivering SCl-related informa-
tion. To this end, we addressed the following questions
in this study.

® What are the preferred and currently used formats and
sources of SCI information? We asked about preferred
formats and sources of information in order to learn
more about where resources should be targeted when
developing information for people with SCI. We asked
about currently used formats and sources so that we
could identify the discrepancy between what people
want and what they currently use.

®* What topics do people with SCI report having
sought information on in the last 6 months? We
wanted to know the issues that were most salient for
people who responded to our survey. Highly rated
topics might guide future development of information
resources.

® What proportion of people with SCI report that they
have Internet access? The Internet is frequently used as
a method for disseminating health information, but
people without access to the Internet at home must
use public venues (eg, libraries) that are not as
convenient. We wanted to know how easy it was for
people with SCI to access the Internet.

® What characteristics of people with SCI are related to
information needs and preferences and Internet ac-
cess? We wanted to know whether different groups of
people may have different information needs and
preferences. If they did, we might target information
to these groups in different ways. We wanted to know
about Internet access for the same reason. If certain
groups had less access to the Internet, we might not
use that as a primary method of dissemination.

® What proportion of people with SCI report that they
require assistive technologies to access the Internet?
When people use assistive technologies to access the
Internet, it becomes particularly important that online
resources be developed to be compatible with a broad
range of assistive technologies (eg, screen readers). We
wanted to know how many people with SCI used
assistive technologies or other assistance to access the
Internet.

METHODS

Participant Recruitment

Data for this study were collected as part of a larger
longitudinal research study conducted by the University
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of Washington Outcomes Research in Rehabilitation
(UWCORR). The larger study focused on measuring a
wide range of patient reported outcomes (eg, pain,
fatigue). Questions about information needs were
integrated into the third time point of the larger survey
and are reported in this article.

UWCORR recruited participants for the larger study
through the Model SCI Systems at the University of
Washington (UW) in Seattle and the Shepherd Center at
the Virginia Crawford Research Institute in Atlanta, GA,
and through Web and print advertisements. Those
recruited from the University of Washington had partic-
ipated in 2 previous University of Washington studies: the
Quality of Life in Persons with Disabilities Survey (18) and
the Northwest Regional Spinal Cord Injury Model System
(http://sci.washington.edu/). Participants were included
who self-reported having an SCI and were at least 18
years old.

At the beginning of the longitudinal study, in-
vitation letters were mailed to 518 individuals from UW
and 1,891 individuals from the Shepherd Center.
Nonresponders were sent a follow-up letter after 1
month. From these sources, 813 individuals expressed
interest in participation, whereas an additional 25
responded to advertisements. For the first time point,
621 participants (Shepherd: 405, UW: 210; advertise-
ments: 6) completed and returned the survey. Of those
who expressed interest in continuing, 365 individuals
were randomly selected and invited to participate in time
point 2. Of the 319 people who completed the second
survey (246 paper; 73 online), 300 were invited to
participate in time point 3 because 19 did not submit the
surveys within the time frame required to be eligible for
point 3. Of the 300, 277 individuals completed the third
survey.

All recruitment procedures and study materials were
approved by the Division of Human Subjects at the
University of Washington and Shepherd Center at the
Virginia Crawford Research Institute, and informed
consent was obtained from all participants.

Survey Design

The survey was developed to sample content related to
needs and preferences for SCI information and was
piloted with a small group (N = 26) of individuals with
SCls. Based on their feedback, we revised the content
and format of the survey. In the survey, we asked
participants to identify how they accessed information
(eg, Internet, newsletter) and from whom they accessed
information (eg, physicians, family). We also asked how
and from whom individuals currently receive information
from these sources and how and from whom they would
prefer to receive information. Finally, we asked which
topics individuals most needed information about during
the past 6 months, whether participants had Internet
access, and if so, what kind. See Appendix A for the
complete survey.

Information Needs of People With SCI

Respondent Characteristics

Of the total sample, the mean age was 45 years, and the
mean time since injury was 12 years. Approximately
62.8% were men, 77.6% were white, 10.8% were African
American, and 65% reported having an education level
of at least some college. Total annual household income
ranged from less than $25,000 to more than $100,000,
with the majority of respondents (55.8%) reporting less
than $55,000 per year. The 3 most common types of
insurance respondents reported were Medicare (53.4%),
private/commercial (50.7%), and Medicaid (33.3%).
More than 80% (81.6%) of respondents were from
Federal Funding Regions 4 or 10. Table 1 provides
respondent demographics.

RESULTS

Information Sources: Current and Preferred
Respondents most frequently selected Web pages/Inter-
net, in person with a health care provider, and
newspaper by postal mail as their top-ranked (within
their top 3 choices) formats in which they currently and
also prefer to receive SCI information. Physician: SCI
expert/rehabilitation specialist, SCI research organiza-
tions/associations, and physician: general practitioner/
primary care were the most frequently top-ranked
current and preferred sources of SCI information.
Notable differences were reported between respondents’
current and preferred information-seeking practices.
Web pages/Internet were most frequently top-ranked
(58.5%) as the current way to receive SCI information,
whereas in person with a health care provider was most
frequently top ranked (55.2%) as the preferred way. In
addition, 70.4% of respondents selected physician: SCI
expert/rehabilitation specialist as their top-ranked pre-
ferred source, in comparison to 50.2% who selected this
option as their top-ranked current source. Figures 1 and
2 show the frequency that respondents selected various
formats and sources of SCI information as 1 of their top 3
choices. Tables 2 and 3 provide these same frequencies
by ranking.

The categories books, public libaries, and research
libraries were not included in the figure because less than
10% of respondents selected these options for current
and preferred ways to received SCI information. The
category occupational therapist was not included in the
figure because less than 10% of respondents selected
these options for current and preferred source of SCI
Information.

SCI Topics

Respondents reported needing information on medical
issues the most within the last 6 months, with 42.2%
ranking medical issues as the most sought-after topic,
and 65.0% ranking it within the top 3 topics. Other
topics frequently selected within the top 3 included
fitness/health promotion/nutrition (29.2%), SCI cure
(29.2%), and improving my level of physical function
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Table 1. Participant Characteristics (n = 277)

With In-Home Internet Without In-Home Internet

(n = 222) (n = 55)
Years since injury (mean = SD) 12.3 £10.2 12.8 £ 9.5
Age (years; mean = SD) 44.5 = 14.0 49.4 = 14.9
Sex
Male 140 (63.1) 34 (61.8)
Female 82 (36.9) 21 (38.2)
Education level
Less than high school graduate 8 (3.6) 5(9.1)
High school graduate/GED 35 (15.8) 22 (40.0)
Vocational/technical school/some college 81 (36.5) 19 (34.5)
College graduate 66 (29.7) 7 (12.7)
Graduate school or professional school 32 (14.4) 2 (3.6)
Race/ethnicity (NH = not Hispanic)
NH white 182 (82.0) 33 (60.0)
NH African American 14 (6.3) 16 (29.1)
NH American Indian/Alaska Native 1(.5) 2 (3.6)
NH Asian 5(2.3) 0 (0.0)
NH Native Hawaiian/Pacific Islander 1 (0.5) 0 (0.0)
Hispanic 12 (5.4) 1(1.8)
Hispanic + other race 0 (0.0) 1(1.8)
More than one race 6 (2.7) 2 (3.6)
Unknown 1(0.5) 0 (0.0)
Income
Less than $25,000 36 (16.2) 28 (50.9)
$25,000-$40,000 40 (18.0) 8 (14.5)
$41,000-$55,000 36 (16.2) 6 (10.9)
$56,000-$70,000 28 (12.6) 2 (3.6)
$71,000-$85,000 18 (8.1) 1(1.8)
$86,000-$100,000 14 (6.3) 2 (3.6)
Greater than $100,000 21 (9.5) 0 (0.0)
Decline to answer 28 (12.6) 8 (14.5)
Insurance (respondents selected all that apply)
Medicare 115 (51.8) 38 (69.1)
Medicaid 62 (27.9) 30 (54.5)
CHAMPUS 2 (0.9) 1(1.8)
Department of VA 11 (5.0) 6 (10.9)
Private/commercial 127 (57.2) 13 (23.6)
Other 3 (5.5) 14 (6.3)
No insurance 8 (3.6) 1(1.8)
Regions
1-3 CT, MA, ME, NH, NJ, NY, MD, VA, WV 25 (11.3) 0 (0.0)
4 AL, FL, GA, KY, MS, NC, SC, TN 94 (42.3) 39 (71.0)
5-6 IL, IN, MI, OH, WI, AR, NM, OK, TX 8 (3.6) 3(5.5)
8-9 MO, MT, ND, UT, AZ, CA, NV 13 (5.9) 2 (3.6)
10 AK, OR, ID, WA 82 (37.0) 11 (20.0)
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Figure 1. Current and preferred ways (Formats) to receive SCI information.

(28.5%). As expected, those who selected physician: SCI
expert/rehabilitation specialist as their preferred informa-
tion source were 2.3 times (P < 0.05) more likely to also
select medical issues within their list of top 3 topics they
needed information on in the past 6 months (Table 4).

Internet Access

According to our results, 80.2% of respondents reported
having in-home Internet access. Bivariate logistical
regression showed that, for each increase in education

level, respondents had 2.1 times (P < 0.001) higher odds
of having in-home Internet access and 1.9 times (P <
0.001) higher odds for each increase in income level.
Those who identified as “non-Hispanic white”” had 3.0
times (P < 0.001) higher odds of having in-home
Internet access.

Assistance
We asked participants whether they used assistive
technology or required assistance from someone else to
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Figure 2. Current and preferred sources of SCI information.
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Table 2. Current and Preferred Ways (Formats) to Receive SCI Information by Ranking

Current Formats

Preferred Formats

Ranked 1 Ranked 2 Ranked 3 Total Ranked 1 Ranked 2 Ranked 3 Total
N Percent N Percent N Percent N Percent N Percent N Percent N Percent N Percent

Web pages/Internet 87 319 45 165 30 11.2 162 585 63 229 55 20.1 31 11.4 149 538
In person with a health

care provider 71 26,0 49 18.0 25 9.3 145 523 90 32.7 42 153 21 7.7 153 55.2
Newspaper by postal mail 47 17.2 39 143 20 7.4 106 383 48 175 42 153 25 9.2 115 41.5
Magazines 17 6.2 42 154 37 138 96 34.7 17 6.2 27 99 44 16.2 88 31.8
Other 14 51 14 51 31 11.5 59 21.3 8 2.9 9 33 11 4.0 28 10.1
Brochure/fact sheets 4 1.5 15 55 39 145 58 20.9 7 25 13 4.7 42 154 62 224
Newsletter by email 7 26 21 77 18 6.7 46 16.6 13 47 34 124 23 85 70 253
Medical journals 10 3.7 14 51 17 6.3 41 148 10 3.6 21 7.7 20 7.4 51 18.4
Chat groups or listservs 6 22 13 48 13 48 32 11.6 12 4.4 9 3.3 9 33 30 10.8
By email with a health

care provider 2 07 6 22 13 48 21 76 4 1.5 8 29 17 63 29 105
Books 3 1.1 10 3.7 9 33 22 79 2 0.7 10 3.6 14 51 26 94
Public libraries 2 0.7 1 04 11 41 14 5.1 0 0.0 0 0.0 4 1.5 4 14
Research libraries 3 1.1 3 1.1 6 22 12 43 1 0.4 4 1.5 11 40 16 5.8
Total 273 100 272 100 269 100 275 100 274 100 272 100
Missing 4 5 8 2 3 5
Total 277 277 277 277 277 277

access the Internet. A total of 71.8% of respondents
reported that they did not use accommodations or
assistance; 8.3% reporting using only assistive technolo-
gy, whereas 7.2% reported only assistance from someone
else to access the Internet. A small percentage (1.8%)
reported both using assistive technology and needing

assistance from someone else, and 10.8% did not
respond.

Multivariate Analyses: Web Pages/Internet
Web pages/Internet was the most frequently top-
ranked current and preferred way to receive SCI

Table 3. Current and Preferred Source of SCI Information by Ranking

Current Sources

Preferred Sources

Ranked 1T Ranked 2 Ranked 3 Total Ranked 1 Ranked 2 Ranked 3 Total
N Percent N Percent N Percent N Percent N Percent N Percent N Percent N Percent
Physician: SCI expert/
rehab specialist 81 295 39 145 19 7.1 139 50.2 125 453 45 165 25 9.2 195 704
SCl research
organizations/association 56 20.4 33 123 48 18.0 137 495 48 174 52 19.0 58 214 158 57.0
Physician: general
practitioner/primary 51 185 52 193 28 10.5 131 473 32 11.6 68 249 24 8.9 124 448
Others with SCI 28 10.2 39 145 26 9.7 93 336 29 105 32 11.7 42 155 103 37.2
Other 18 65 31 11.5 42 157 91 329 8 29 9 33 27 100 44 159
Family/friends 14 51 15 56 35 131 64 231 10 36 9 33 17 63 36 13.0
Physical therapist 9 3.3 23 86 29 109 61 220 11 40 30 11.0 40 14.8 81 29.2
Other health care provider 9 3.3 16 59 19 71 44 159 7 25 6 22 18 6.6 31 11.2
Nurse practitioner 7 25 19 71 15 56 41 14.8 4 1.4 16 59 11 41 31 11.2
Occupational therapist 2 0.7 2 0.7 6 22 10 3.6 2 0.7 6 2.2 9 33 17 6.1
Total 275 100 269 100 267 100 276 100 273 100 271 100
Missing 2 8 10 1 4 6
Total 277 277 277 277 277 277
550 The Journal of Spinal Cord Medicine Volume 32 Number 5 2009



Table 4. SCI Topics That Respondents Needed Information on the Most Within the Last 6 Months

Total Times Ranked Within Top 3

N Percent
Medical issues related to SCI (eg, bladder, bowel, skin, pain) 180 65.0
Fitness/health promotion/nutrition 81 29.2
SCl cure 81 29.2
Improving my level of physical function 79 28.5
Equipment/assistive technology 68 24.5
Financial issues/health insurance/disability benefits 60 21.7
Personal care assistants or providers 41 14.8
Sexual function/fertility 36 13.0
Home modifications 33 11.9
Housing 31 11.2
Legal issues/disability rights 31 11.2
Other 31 11.2
Employment 25 9.0
Psychological issues (eg, depression, anxiety) 20 7.2
Social relations/maintaining relationships with others 20 7.2

information. To understand the relationship among
demographic variables such as race and income with
information use and preferences, multivariate logistic
regression analyses were conducted. The models with
best overall fit (P < 0.05) are presented [as recommend-
ed by Peng et al (19)] in Tables 5 and 6, and the results
are described below.

After controlling for the other demographic covari-
ates (including in-home Internet access), race, education,
and age were statistically significant predictors of
whether someone was currently using the Internet to
obtain SCI information (Table 5). Respondents who
identified themselves as ‘“‘non-Hispanic white” were
estimated to be 2.2 times more likely than those from
other racial/ethnic groups to currently use the Internet to
access SCI information. With each increase in education
level, participants were 1.8 times more likely to use the
Internet currently for SCI information. Age remains a
significant predictor of Internet use, but the odds are
close to 1 (0.97), meaning for every 1-year decrease in
age, respondents were 0.97 times more likely to
currently use the Internet. Age is thus significant but
not a substantial predictor.

Similarly respondents identifying themselves as
“non-Hispanic white”” were estimated to be 2.2 times
more likely than those from other racial/ethnic groups to
prefer using the Internet to obtain SCI information
(Table 6). With each increase in education level, partic-
ipants were 1.5 times more likely to prefer the Internet
for SCI information. As in the model predicting current
Web page/Internet use, age remains a significant but not
substantial predictor, the odds are close to 1 (0.98) and
only decrease in 1-year increments. While controlling for
other demographic covariates (including in-home Inter-
net access), race/ethnicity and education are the predic-

tors most likely to influence whether someone prefers
using the Internet to obtain SCI information.

Limitations

Our study sample may not be representative of the
national SCI population; it seems to have a higher
percentage of individuals who are women and ‘“non-
Hispanic white” than the national SCI population (1).
Examples of sample data that differ from national data
include sex (male, 62.8%; nationally, 77.8%) and
ethnicity/race (white, 84.4%; nationally, 63.0%). Non-
representativeness may partially be explained by a high
percentage of cases coming from 2 of the 10 US regions,
specifically from the states of Washington and Georgia.
This limitation is a significant concern given our results
that individuals from minority racial/ethnic groups are
less likely to have access to the Internet and use Web
pages/Internet for their current and preferred way to
receive SCI information. An additional limitation of the
survey design is that not all the categories are mutually
exclusive. For example, a journal can be accessed
through the Internet. This may have caused confusion
for some respondents.

DISCUSSION

The high level of Internet access found in this study
(80.2% of respondents reported having in-home Internet
access) is supported by previous research findings in
which people with lower incomes, less education, and/or
from ethnic minority groups reported significantly less
computer and Internet access (16,20). We found that
educational level and race predicted current and pre-
ferred use of the Internet for obtaining SCI information,
suggesting that some groups may be difficult to
distribute SCI information to through the Internet.

Information Needs of People With SCI 551



Table 5. Predictors of Web Pages/Internet as 1 of Top 3 Current Ways to Get SCI Information

Predictors B+ SE df Exp(B) Odds Ratio
Constant —2.033 0.709 1 0.131
Age —-0.028° 0.011 1 0.973
Sex (1 = male, 0 = female) -0.137 0.309 1 0.872
Race (1 = white, 0 = nonwhite) 0.773° 0.349 1 2.167
Internet (1 = access, 0 = no access) 2.127° 0.431 1 8.392
Education 0.570° 0.149 1 1.769
Time since injury 0.013 0.015 1 1.013
Goodness-of-fit statistics

Hosmer and Lemeshow y° 9.075 8

Hosmer and Lemeshow signficance 0.106

Cox and Snell R? 0.262

Nagelkerke R? 0.353

Significant values: <0.05 and ?<0.001.

Therefore, it continues to be necessary to distribute
information in a variety of formats and not rely
exclusively on Web-based dissemination.

Goodman et al (20) additionally reported that 19.1%
of participants used some form of assistive technology
with the computer. We found that 10.5% of respondents
used assistive technology, and 9.0% needed assistance
from someone else to access the Internet. People who
use assistive technology require electronic and informa-
tion technology that are accessible (ie, meet Section 508
standards and WCAG 2.0 guidelines). Accessibility should
be an important criterion in the development of
electronic materials.

Previous research (13) supports our finding that
medical issues related to SCI is the most important
information topic for individuals with SCI. However, this
result may be influenced by the questions earlier in the
survey that inquired about current and preferred infor-
mation sources because many of the response options
were professionals within a medical setting. It is notable
that 70.4% of respondents selected physician: SCI
expert/rehabilitation specialist as 1 of their top 3
preferred sources of SCI information and were 2.3 times
more likely to also select medical issues within their list of
top 3 topics they needed information about in the past 6
months. Regardless, medical issues were identified as the

Table 6. Predictors of Web Pages/Internet as 1 of the Top Three Preferred Ways to Get SCI Information

Predictors B + SE df Exp(B) Odds Ratio
Constant —2.569 0.754 1 0.077
Age (years) —-0.023° 0.011 1 0.977
Sex (1 = male, 0 = female) -0.279 0.303 1 0.757
Race (1 = white, 0 = nonwhite) 0.770° 0.350 1 2.160
Internet (1 = access, 0 = no access) 2.561° 0.508 1 12.943
Education 0.407° 0.143 1 1.502
Time since injury 0.023 0.015 1 1.024
Goodness-of-fit statistics

Hosmer and Lemeshow x* 5.608 8

Hosmer and Lemeshow significance 0.691

Cox and Snell R? 0.256

Nagelkerke R? 0.343

Significant values ?<0.05 and °<0.001.
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most important topic regardless of age or other
demographic variables.

Although Web pages/Internet was the most used
current source of information, more respondents report-
ed in person w/health care provider as their most
preferred source. This suggests that the Internet is
commonly used because it is frequently available (also
noted in reference 2), whereas access to health care
providers may be more difficult and less frequent. In
particular, health care providers who are SCI experts are
rated as 1 of the top 3 preferred sources of information
for individuals with SCI by more than 70% of respon-
dents, whereas only 50% reported SCI experts as their
current source. Burkell et al (2) also described SCI experts
as often inaccessible. In summary, our results confirm
that, whereas those with SCI prefer to receive SCI
information (most specifically information related to
medical issues) from SCI experts, the Internet is a more
available source.

CONCLUSION

Further research is needed to answer a number of
questions. It would be useful to identify the specific
medical issues about which individuals with SCI need
information. It may be that information about important
medical issues does not exist and needs to be developed.
Or it may be that the information does exist but is not
easily accessible to consumers (eg, targeted toward
professionals only). It is also important to identify more
clearly if and how information needs change after injury
and over time.

Further research is also needed to identify the
most effective method of providing SCI information
to those less likely to prefer Web pages/Internet as
their primary source of SCI information including
individuals with lower levels of education and from
under-represented backgrounds. The Internet is becom-
ing a primary means of dissemination because of the ease
of publishing and the low cost associated with delivering
information. However, research and consumer organiza-
tions will need to plan for alternative ways to adequately
target information to certain groups of individuals with
SClI.

Finally, research is needed to identify barriers to
accessing SCI experts and propose solutions to increase
access to them. Consumers with SCI clearly prefer to get
information from individuals they perceive to be experts
on the topic of SCI. We need to identify whether people
with SCI prefer to talk with an expert because they feel
the information is more likely to be accurate. If so we
might be able to meet this need in a cost-effective way.
One possibility is to test the feasibility and effectiveness of
providing information from SCI experts through the
Internet (eg, on a Website). If the interactive nature of
talking to a person is part of what is valued by individuals
with SCI, perhaps providing an option to “Ask a Doctor”
might be more desired.

Information Needs of People With SCI
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APPENDIX A: INFORMATION SOURCES

The following questions ask about the information
sources people with SCI use when seeking to learn more
about their condition or related issues.

1. From the list below, please rank the top 3 ways that
describe how you currently receive SClinformation. Place
a1, 2, and 3 in the spaces next to your first, second, and
third choices, respectively. Please rank up to 3 choices.

2. From the list below, please rank the top 3 ways that
describe how you prefer to receive SClinformation. Place
a1, 2, and 3 in the spaces next to your first, second, and
third choices, respectively. Please rank up to 3 choices.

3. From the list below, please rank the top 3 ways that
describe who you currently receive SCI information
from. Place a 1, 2, and 3 in the spaces next to your first,
second, and third choices, respectively. Please rank up
to 3 choices.

4. From the list below, please rank the top 3 ways that
describe who you prefer to receive SCI information
from. Place a 1, 2, and 3 in the spaces next to your
first, second, and third choices, respectively. Please
rank up to 3 choices.

5. From the list below, please rank the top 3 SCI topics
you have needed information on the most within the
last 6 months. Place a 1, 2, and 3 in the spaces next to
your first, second, and third choices, respectively.
Please rank up to 3 choices.

6. Please describe your current access to the Internet
(check one):

___In-home high-speed Internet such as DSL/Cable/
WiFi

___In-home low-speed Internet such as dial-up

___ Out of home access to the Internet (friend, library,
cyber-cafe)

___Very limited access to the Internet

____No access to the Internet

7. When you access the internet (check all that apply):
1 do not use accommodations or assistance

| use assistive technology
| have assistance from another individual
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